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“…their opinions mean something”: Care staff’s attitudes to 
health research involving people with intellectual disabilities








































may	differ	according	 to	 the	 severity	of	 intellectual	disabilities	and	 the	 type	of	 care	
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intellectual	 disabilities	 are	 often	 excluded	 from	 health	 research	 stud-
ies,	which	may	reduce	our	understanding	of	how	to	treat	and	manage	









include	 the	 following:	 time	constraints;	a	 lack	of	accurate	data	about	






































&	Patka,	 2013)	 or	 outlined	 strategies	 for	 adapting	 consent	materials	
(Kidney	&	McDonald,	 2014).	Care	 staff	 are	 often	 key	 in	 the	 lives	 of	
people	with	 intellectual	disabilities	and	are	 important	stakeholders	 in	
the	research	process.	They	may	be	the	primary	person	who	assists	and	















ously	worked	with	people	with	 intellectual	 disabilities,	were	 invited	
to	participate	in	this	study.	Eight	individuals	aged	20–59,	with	vary-
ing	amounts	of	experience	 in	 the	care	sector,	 from	six	care	compa-
nies,	providing	domiciliary	care	 (n	=	4)	and	 residential	 care	 (n	=	4)	 in	
Hertfordshire,	were	recruited	(Table	1).
2.2 | Procedure and data collection
Twenty	 care	 settings	 in	Hertfordshire	 offering	 domiciliary	 and	 resi-
dential	care	to	people	with	intellectual	disabilities	were	identified	from	
the	website	www.carehome.co.uk.	The	manager	of	each	setting	was	
contacted	by	telephone	to	 introduce	the	study.	 If	 the	managers	ex-
pressed	interest	in	the	study,	they	were	then	sent	postal	information	
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with	experience	 in	qualitative	 research	with	people	with	 intellectual	
disabilities.
2.3 | Data analysis
The	 focus	 groups	 and	 telephone	 interviews	 were	 audio-	recorded,	
transcribed	verbatim	by	NH,	and	the	data	were	managed	using	NVivo	












Two	 focus	 groups	 and	 two	 telephone	 interviews	 were	 conducted.	
Focus	group	one	consisted	of	 three	participants	 (one	male	and	 two	
female)	 from	a	domiciliary	 care	 company	providing	 support	 in	 a	 cli-





















Care companies identified and 
contacted by phone (n = 20)
Care companies were sent postal 
information (n = 10)
Reasons for not wanting to receive further 
information:
No current client with ID (n = 4)
Understaffed (n = 3)
Did not want to burden staff (n = 3)
Care companies agreed to participate 
(n = 6)
Participants attended a focus group or 
telephone interview (n = 8)
Could not commit to timeframe of study (n = 4)








3.1 | Theme 1: Perceptions of research
Participants	felt	that	the	aim	of	research	was	to	increase	scientific	
knowledge	and	in	context	of	intellectual	disabilities	research,	stud-




It’s just nice to know what the outcomes of the research 
are, because research seems to be going on all the time, 
and there doesn’t seem to be an end, 
(Participant 5, 2nd focus group)
Five	participants	spoke	about	how	research	has	 the	potential	 to	
empower	people	with	 intellectual	disabilities	and	have	a	direct	ben-
efit	 on	 their	 lives.	 Research	was	 seen	 as	 an	 opportunity	 for	 people	
with	intellectual	disabilities	to	express	their	views,	learn	about	them-




The very people that you’re delivering the service to, if you 
want to improve that service, if you want to get a real and 
true picture, they’re the people you talk to, 
(Participant 7, 1st telephone interview)
Three	 participants	 believed	 that	 participating	 in	 research	 had	 the	
potential	 to	 directly	 benefit	 people	with	 intellectual	 disabilities.	 They	
viewed	 this	 as	 a	 reason	why	 people	with	 intellectual	 disabilities	may	
choose	to	take	part	in	research	projects.
Perceptions of research
Barriers to conducting 
research
Solutions to maximise 
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If they know it will benefit them in the future they will take 
part in research 
(Participant 7, 1st telephone interview)
When	 discussing	 the	 possibility	 of	 their	 clients	 taking	 part	 in	 re-






We don’t have that much control, nor should we; it’s help-
ing people to live in their own homes … the way they want, 
to live their lives and live in their own home. 
(Participant 3, 1st focus group)







Say for example someone got a letter through the door for 
research purposes, you’d see that and think, do I have the 
time to process this, to take it on to this person, who needs 
to go through this person etc. 
(Participant 1, 1st focus group)
3.2 | Theme 2: Barriers to conducting research
Research	projects	were	generally	seen	as	time-	consuming	for	people	






If you come along and say, right we’re going to do this re-
search, and they participate, and they don’t know what 
has happened to that, and what benefits might come out 
of it, it’s nothing done, just another bit of paperwork. 












You know if you only have a certain amount of allocated 
time with that person, and the care plan says you have to 
do this, this and this, there would not necessarily be any 
extra time, 
(Participant 3, 1st focus group)
With the care industry, if you’re not being paid to be in 
a customer’s home, you’re not insured to be there, in the 
sense of, basically you shouldn’t be there, 
(Participant 2, 1st focus group)












Because they do look upon us sometimes for the answer, 
you know they will typically look at you, what do I say, 
(Participant 6, 2nd focus group)
I suppose it’s whether we’re giving the information across 
rightly, on behalf of those guys, I mean are we actually giv-
ing you accurately what they might think,
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If you work with someone with LD [learning disability], you 
tend to have a very close relationship with them, that you 
have built up over a matter of time, and you would know 
if they could take part or not, but when you are bound by 
policies and procedures, it’s not necessarily, it still isn’t 
your choice 
(Participant 3, 1st focus group)
Organisational	policies	and	practices	could	put	constraints	on	care	











search,	planning	participation	 in	advance	and	adapting	 the	 research	





If you just go to someone and say, we’re going to do re-
search on this and do you agree, they don’t have a compre-
hension of what you mean by research, you need to break 
it down and make it as simplistic as possible.




If you explain from the beginning, you know, we’re going to 
be here for three weeks, basically on a Tuesday, for three 
weeks, then that’s fine,










Whoever’s going to be doing the research, I would just say 
it would be nice to meet them first, informally before the 
research is done, because it just gets you a little bit more 
trust, and gets them a bit more relaxed in whoever’s com-
pany it is … and they’d probably be more likely to give you 
honest answers if they trust you, 




options	 for	 how	 to	 record	people’s	 answers	 rather	 than	having	proxy	
questions.	This	 included	 the	 use	 of	 picture	 supports,	 forced-	response	
answers	and	social	stories,	adapted	to	the	ability	of	the	person	with	in-
tellectual	disabilities.
I am thinking along the lines of the ones who are not that 
verbal, I would use, umm, something more of a sense of a, 
social stories, or just pictures, or just, you know, two op-
tions, you know, as to how are you feeling today, happy or 
sad, and then the person can say, 




needed.	Technology	was	discussed	as	an	alternative	 to	 traditional	 let-
ter	writing	or	phone	calls	through	emails	and	publicity	on	social	media.	
Various	recruitment	avenues	such	as	charities,	families,	support	groups	




I mean a lot of care companies and organisations have 
twitter accounts, and Facebook accounts and what have 
you, so you’re going to reach a lot of the demographic of 
that company, just by doing that, then you would probably 
be able to say we are doing this and we are looking for 
this, you would probably get a lot of response, cos a lot of 
people are interested in that. 






The care coordinators for the area will know how many cli-
ents they’ve got with LD [learning disability], and whatever 
else, and they will know who to approach, and they will 
know which carers are in their area and which clients … 
     |  7HALL et AL.
I would be ringing up the companies and asking to speak 
to the care coordinators for such and such an area. That is 
the person I would approach, or can I have the email for. 
(Participant 3, 1st focus group)
Participants	considered	that	care	staff	would	be	able	to	assist	during	
the	 recruitment	 process	 by	 liaising	 with	 families	 and	 offering	 advice	










You wouldn’t have to, but if you did it would be a very nice 
gesture. 
(Participant 5, 2nd focus group, discussing researchers 
offering rewards to care staff).
Some people love getting recognition for something, so for 
example, if someone does a good job, you get, you, if you’re 
not paid for it, at the end of it, it’s like thank you very much 
… Sometimes that is payment enough. 
(Participant 1, 1st focus group)





selves	 and	 people	 with	 intellectual	 disabilities,	 if	 it	 was	 conducted	
in	a	way	that	was	adapted	and	relevant	for	their	clients.	Barriers	to	







researchers	 should	 consider	 carefully	whether	 these	potential	 solu-
tions	are	appropriate	 for	 their	circumstances,	and	 if	 so	how	best	 to	
implement	them.
Previous	 studies	 have	 suggested	 that	 there	may	be	 a	 culture	of	
care	staff	acting	as	gatekeepers	regarding	the	participation	of	people	
with	 intellectual	 disabilities	 in	 research	 (Crook	 et	al.,	 2015;	 Jepson,	




that	 the	 cost	 to	both	 the	 care	 staff	 and	 the	 clients	may	 sometimes	
exceed	the	benefit	their	client	would	receive	in	practice.	There	was	a	














to	 tailor	 information	 to	 the	differing	needs	of	potential	participants.	




sises	 the	 importance	of	considering	 the	needs	of	 the	 individual	 and	
using	 the	most	appropriate	 format	of	 information,	 rather	 than	using	
the	same	study	materials	with	all	potential	participants.	This	may	re-
quire	discussing	the	project	with	people	from	the	proposed	patient/
carer	population,	prior	 to	 the	ethics	submission,	 to	plan	appropriate	
research	material	and	recruitment	of	potential	participants.	However,	
this	may	be	difficult	to	achieve	in	research	studies,	which	have	to	com-
ply	with	 ethical	 regulations	 and	 may	 have	 complicated	 recruitment	
processes.
The	 care	 staff	 emphasised	 their	 role	 in	 supporting	 people	with	
intellectual	 disabilities	 to	 make	 their	 own	 decisions	whenever	 pos-
sible,	 including	 regarding	 participation	 in	 research.	 However,	 there	
was	some	evidence	of	a	 lack	of	understanding	or	a	conflict	with	the	
employee’s	 organisational	 policy	 regarding	 the	Mental	 Capacity	Act	
2005	and	the	right	of	people	with	intellectual	disabilities	to	have	the	











Boardman,	 &	 McCann,	 2016).	 There	 is	 the	 possibility	 that	 a	 carer	
who	will	be	rewarded	may	offer	more	encouragement	or	persuasion	




staff	who	 facilitate	 research	 participation	 (Largent,	Grady,	Miller,	 &	






be	 added	 to	 research	 funding	 and	 procedures	 and	may	 not	 always	
be	possible.	This	also	leads	to	the	possibility	that	clients	of	some	or-








































































study	 suggests	 that	 in	 research,	 there	 should	 be	 a	more	widespread	




previously	 taken	 part	 in	 research,	 as	 the	 majority	 of	 care	 staff	 ap-
proached	by	researchers	are	likely	to	be	unfamiliar	with	research	pro-
cedures.	However,	 it	 is	 important	to	note	that	our	participants	were	
therefore	unfamiliar	with	 typical	 research	procedures	 and	materials,	
and	 therefore,	 their	 views	may	 not	 always	 be	 applicable	 to	 current	
research	practice.	However,	this	does	highlight	the	assumptions	and	
perspectives	 that	 care	 staff	 may	 have	 about	 the	 research	 process,	







have	 positive	 intentions	 regarding	 research	 participation,	 the	 logis-
tics	and	demands	of	research	can	be	difficult	for	care	staff	to	balance	
against	the	demands	of	their	role.	It	is	also	possible	that	people	with	




family	 carers,	 to	 identify	whether	 they	also	perceive	 similar	barriers	
and	solutions	to	research	involving	people	with	intellectual	disabilities.
5  | CONCLUSION
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